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FOREWORD 

The overall objective of this coarse of instruction is to 
provide a mechanism whereby tumor registrars nay learn the 
procedures for abstracting medical charts of cancer patients 
and for carrying out the other functions of a tumor registry. 
Until development of the present program, tumor registrars 
were trained by traditional lecture and workshop techniques 
and by on-the-job training. Instruction often was provided by 
medical doc to rs who seldom had muc h t ime to de vo te to the 
training of tumor registrars. The few training programs in 
existence required the trainees to live at the training site 
from one to four weeks. In addition to. thj^Airaited enrollment 
capabilities of such programs, few hospitals were able to 
provide the funds to support their tumor registry personnel 
while away on the training assignment. 

£g The development of new tumor registries and tumor 
registry systems has been hampered, in part, by the lack of 
trained personnel, flne of the persons intimately aware of 
this problem was Robert F, Ryan, M.D*,j the technical 
consultant to the tumor registry at Charity Hospital, New 
Orleans, In response to the needs of the Cha r i ty Hospi tal 
registry and to the requests of others, Dr, Ryan, in 1967, 
initiated a proposal for the development of a 

self - instruc tional training program for tumor registrars. To 
assist in this effort, the services o't the gugaan Resources 
Research Organization (HumRR0> were obtained. In 1968, under 
the Joint direction of Dr, Ryan and Dr, C, Dennis Fink 
(HumRRO), a proposal was prepared and submitted to the 
Louisiana Regional Medical program, Joseph F, Sabatier, M. , 
Director, Project approval was received in 1969, Work < began 
on the development of the program in early 1970, and contiTntred 
into the fall* of 1971. 

Through 19/1 the prime contractor for the project was the 
Tumor Registry of Charity Hospital, New 6rleans. This 
registry is under the supervision of Edward T, Kreaent*, M, D , , 
Chairman of the Tumor' Registry Board, and Head,, Section of 
Oncology, Tulane University Medical School. Technical support 
in the form of review of the early draft instructional material 
was provided by Miss Brent S, Robertson and Mrs. Jane Roberts, 
Director and Computer J Liaison » respectively of the Charity 
Hospital (New Orleans) TUraor Registry. Miss Robertson and 
Mrs, Roberts provided ^jassir^tance in securing /the training 
material used in the program and in explaining the pro- 
cedures for abstracting medical charts. 

The technical consultant for the program was Robert F, 
Ryan, M • D , , Professor, <tnd Head, Section of Plastic Surgery, 
Tulane University Medical School. Dr, Ryan provided a 
technical % review of all portions of the project, supervised 
the establishment T>f project facilities^ in the New Orleans 
are f/^ provided guidance for the design and development of 

the program, Mr, C,0, Renioftf, Jr. coordinated the gathering 
of background inforoat ioit; training materials, and gen- 
eral program administration, \ 
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The original instructional material for the program was 
developed by HUman Eesources Research Organization, under the 
technical direction of C. Dennis Fink, Ph.D., Program Director 
,with the assistance of Richard D. Behringer, Ph.D.,* and Mrs. 
Judith C. Klotz. Hu«RR8 is a nonprofit corporation 

established in 1969 to conduct research in the field of 
training and education. It is a continuation of the George 
Washington University Human Resources Research Office, D. C., 
which was established in 1951. 

In addition to the support and encouragement provided by 
the Louisiana Regional Medical Program, technical assistance, 
counsel, and information were provided by persons associated 
with The Regional Medical Programs Service, Health Services 
and Mental Health Administration of the Department of Health, 
Education and welfare (DHEW), and the Tumor Registry Training 
Program, Cancer Research Institute, University of California, 
San Francisco, California. 

K change in program emphasis and the ultimate demise of 
the Regional Medical Program implied loss of financial support 
for further development of the training program along the 
lines of the original program goals. 

In 1973 t the Biometry Branch of the National Cancer 
Institute recognized the potential of this type of training 
program as a desirable component in the development of, a 
Collaborative Program for Cancer Surveillance, Epidemiology, 
and End gesults Reporting (SEER Program). Under the general 
direction of Dr. Max H. Myers, Head, End Results Section, 
National Cancer Institute, the instructional program was 
revised, with some changes in emphasis, to conform to the 
needs of the SEER program. To accomplish this task, a 
revision committee was appointed to review and complete the 
program; 

Robert F. Ryan, M.D., Chairman 
Tulane University School of Medicine 

Mrs* Evelyn M. Shambaugh, Editor 
End Results Section, 
Biometry Branch, NCI 

Miss Mildred A. Weiss 
California Tumor Registry 

Mrs. Ruth N. Pavel 
Louisiana Tumor Registry 

Mrs* Mary A. Kruse 
Follow-Up Registry, NCI 

The revision committee is grateful to. Mrs. Ardyce J. 
Asire for her contribution in proofing and coordination of 
the materials and to Mrs. Joyce Campbell for computer 
entry of the text. 
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SECTION A 
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Section A 



. ' OBJECTIVES AND CONTENT 0F INSTRUCJ I6NAL PACKAGE "1 

A DM I N IST-RAT IVE I NFt)RMATI0N 

The B/neral objective p*/this Instructional Package is 

° t :; ld ;/°; With --^-^ ro.le and activities of 

a tumor registry and tumor registrar. 

A medical dictionary should be obtained before b*slnn < Lna 
this fxrst Instructional Package. This -will be one of your 
ZVerVATS* — — ' <- — - -r ctner reference 



TeSt 1 ! emS il,tersperse<<1 throughout the package thus 

«cti„« as an immediate check\of your understanding of the 
material under study. \ # 

of the forL 16 • fopm ? * ave * ee " included to „' lve you some idea 
of the forms you nil -find in a patient's medical record" h.w 

hi a e86 l ^ d ° SbmeWhat hospital to h ; a : W " 

These samples are of a different color from the 'text tor 
\easy identi f ica ti'on. 



Words important i.n tumor registry vocabulary are urider 
ined as they appear in .the' text and defined at tHe bottom of 
the pa*e as well as in- the Glossary of Terms. 

It has been found in using, programmed texts that" 



answers are 



Learning takes place more readily if the 

actually written in the blanks with a pen or pencil 'rather 
than saying" or "thinking the answers. Learning takes 
Place even when you write In an incorrect answe P If yo l ' 
cross it out- and then write in. the correct answer'./ - 

* - ' iAw . . * 
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A GENERAL DEFINITION OF A TUMOR REGISTRY 

, * • , 

A lafflor registry; Sometimes called a cancer registry 
is an office where information is maintained on persons who 
have hart some type of cancer. In addition, a registry may 
contain information about certain types of tumors or diseases 
which, although rifct cancerous,, *ave a tendency to* become ° so . ' 
The medical staff at e A ch hospital will determine whether* any 
non-cancerous cas^s are to be.' included in the registry. 

A tumor registry collects and stores Information on tumor , 
(cancer) patients, conducts periodic follow up on these patients ' . 

and prepares reports on the data collected. The b>si<: document ' 
on which this information Is recorded Is called an abstract. 'For 
each tumor patient, an abstract is prepared containing; " \ * 

1. Seffl2«rflfiMc information, such as, age, /sex, 4 
race, and place of residency, 

•* • » . ,<r * 

2. Pertinent medical history, such as, the name -* • •' > 
and date of the original diagnosis and any I 

prior treatment of the cancer., .' ; « 

3. > The name(s), date(s) and results of procedures * ■ ' 

t and techniques*' used to .diagnose cancer,, such as, * 
biopsies, cytologies, x-rays, scoping procedures, 
and exploratory surgery. i 

- / , ' 

v 4. The types of therapy used totreat /h^. cancer 
patient, suet* as. surgery, radiation, chemo- 
therapy, and immunotherapy . . ^ 

1 » » '* * • ^ 

5^ Follow-up medical information on the patient 

after discharge frpra t he 4 hos^i ta I to aficeV ta i n 
# V a«ny additional therapy the patient may h*Ve 

„ t . received an^ the quality of the pa-tlent's 

. ^ " ' survival, if Wvin<|. If the patient is ' 
deceased, determine the ca,use of death. 



abst^ct- -A -summary, an aDnidgment (the word "abstract" may be 



either^ a noun or a verb) 

* * o 

^eaace^^-A malignant tumor 



cl verb ) ' • \ 



liia»2r--Classically means a swelling or mass; in current 
\ usage .means a new', growth o«f tissue or cells: 

42Se2BX&KtiX- -The study of mankind collectively; especially of 
geographic distribution and physical environment 
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If you examined the .files of a tumor registry, jr-ou would > 



find that they contain abstracts of patients who had been: 
(Check correct answer.) 

H a. Diagnosed and treated for cancer, 

/ n 

b. Treated for a non-cancerous tumor 'of a type that 'may 
occasionally become cancerous. 

r c. Neither a or b. * 

I t d • Rot h a and b. 
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Answer; 01 



there are 



d--Both. itfest of the abstracts contained v in a tumor 
(cancer) registry wilt concern patients who are treated 
for cancer, i.e., ttaiinfl&iLj tumors. However, tl 
types of non-cancerous ( benign ) tumors that are also 

reported to a tumor re^istry^ ° * 

become cancerous; these may- be 
tumors • 



Some of these may 
called premal ignant 




m alig na ryt--Ma Ucioua, virulent 

BfilifiQfiQt ta«OE--An uncontrolled, invasive growth capable of 
metastasizing (spreading to a distant part of the body); 
opposite of benign 

be_ai*a--Not malignant; not recurrent; favorable for recovery 



) 
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A tumor registry performs variety of servic^s^for 
theUospital staff including preparation of reports from the 
registry data. Basically, however, a tumor re^gt^ti-y collect 

stores^, and disseminates about c ancel ^ < 

patient^, (fill in ) 




' Answer: 02 
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Information. You coujlcf 
or something sisilar, 
will learn how to collep 
patients. 



have said "data" or "knowledge" 

In this course of instruction you 
t information about cancer 



A tumor registry co 1 1 ec t s | such information as: 

1. A description of the ptatlent's sila.an2fiia« 

2. A description of the procedures used to diagnose 
^ the pat i ent • 




di&SHC;S\iS"Tbe determination of the nature of a disease 
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In addition, the tumor registry collects information about: 
(Check correct answer.) 



<✓) 

P 

n 
n 

n 
n 



a. The health of the patient since discharge from 
the hospital. 

b. Therapy, if any, used to treat the patient. 

c. A continuing summary of cane e r - re la ted 
and other major disease conditions of the 
patient whiph may contribute to death. 

d« None of these. 

A 

e* All of these. 
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Answer ; 



Q3 



e^TXYl ot\ these. Re^ 
dl ftjinosis; treatment, 
the cancer patients 



fistries are concerned with the 
and subsequent weLl-being of 
mistered in their files. 



The hospital tumor 



registry will contain information on 
ouiesiiefits and lnea.iien.is who have been diagnosed or treated 
for cancer at that hospital. Some patients will be treated 
exclusively in the fiujtcsllsBl clinic. ethers will be admitted 
the hospital for treatment. These are called .ingft treats. All 



have Aeen diagnosed or> treated either as inpatients 



of patients who 

or outpatients arj^ncorpo ratftrt j p^n. 
Cancer Committee will deoi^^ giat tum o 
reals try. 



all 



to 

r ec o rds 



the tumor registry. Your hospital 
are to be included in your 



ma 



t nc 



The 

with ski n c a 
but since the 
they may not 
th^se patients are 
It is difficult to 




eme n t concerns 
kin cancer'are quite 
nature 



cKTn 




to ;this 
types of. 
se r i 
the hosp 
often treated only 

get complete and accurate information on such 
patients and how they were treated. Yourf Comml t tee 
will decide if these cases should be included in 



^<aT^rfi< 
y i-ri^ttu 



pa 1 1 e n ts 
c ommon , 
than most other cancers, 
egistry. In any case, 
e physician's office. 



on Qancer 
your regi stry. 



aaieaiieQt* -A -hospital patient who does not occupy a bed 
patient who occupies a bed in the hospital 
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\ 

A re gist ry Contains information on cancer "patients . 
However, a tumor registry m ay not contain information about 
certain categories of cancer patients. As' examples, which of 
the^f ol lowi n g cancer patients probably jjfiyl^ n ot be included 
in fhe tu>mor registry? (Chfeck the correct answer(s).) 



n 
n 



A cancer patient who was treated in the outpatient 
clini"c of. a hospital. 

A cancer patient who had a private ro6m in a hospital 

A cancer patient who was diagno^d and treated in 
an outside physician's office; 
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Answer: 04 / / / 

c--A patient treated in a physician's office. A tumor 
registry contains records of patients treated in the 
hospital as PM.tea tj en ts (clinical pa/tients) or as 
iDfifilieQia (hospitalized patients). / Pa/tients whose 
en ti re treoitmen t was given in a phya ician's office 
would not appear in the hospital tuifaojr registry. 
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GENERAL I NTR6DUCTI0N T6 TOM0R REGISTRIES 

The material you are about to read covers 
a* Types of Registries 

b» Confidentiality of Patient Records 

c. Major functions of Registries 

Data Collection 
Patient Follow-up 
Educat ion 
Research 



19 
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Types ot Registries 
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* Tumor registries* can be classified into three general 

types: hospital-based registries, central .registries ( -Hrfcluding * 
population-based registries), and spe c i al -purpose, registries. The 
types of registries may be characterized as 1 follows: 

» !• HSSEIIAL-BASED REGISJRIES coMect information about 
all tumor (cancer) patients at a particular institution. ^Such 
a registry can 'provide information that can be used^by the hos- 
pital administration and professional staff to assess the effective 
^Hrtess df the diagnosis and treatment of cancer patients. Through 
continuing follow-up it may also assist, in maintaining medical 
su^erYoisibn of the*patient. This is the 
in most hospital's. 



type of registry existing 



, 2* SEJiliML *RHGXSTRifeS vary in scope and- purpose* A central 
rett^stry may be' the main office of a group of hospital registries 
and may utilize the services of epidemiologists and statisticians as 
well as clinicians.* It may encompass only a 'sample' of 'Hospitals'* 
in a county, region, or state, hut cdv^r a large number, o/f --cancer 
patients' so that It may undertake a wide range of studies and accum- 
ulate ^ata which may be statistically significant'. r 



vln i t*S; broadest sense, a central registry may be a popula t ion- 
based registry co\ I ec t i ng yrtat a on all cancer patients who jre residents * 
,of a» particular area. it includes residentsj^-r^Tve their cancer 
.treatment cTutside t*he' <ar ea % as well as p^tejlts for whom the only record 
•of cancer is'fbuhd 'oh the eteath certificate or the" autopsy report • Popu- 
"Ution-b^sed registries are interested i*n information on trends, in the *. 
oo c^xrr ence of various forms of cancer, in changes in diagnostic and treat- 
^ment practices and their as^ociate^t "e_na Sg^Ils", and in epidemiology 
of caricjer. * * ' * 



♦ ^ ? 3- SEESI^k-ElZgfiSSE REGISTRIES collect information on 
°, ne * s P ecwt -qfc one type of cancer. Some examples iaf special- 
4>urpose / reg istr ies are those that collect information only on 
bone tumrfws, oyarian tumors^ ^ rad i o I ogi c al ly- t rea t ed tumors, 
or tumors of pediatric patients. Such registries may t be use - 
ful"ior a special, ty^pe of clinic or for«medical speciality 
groups. 'Por the *typic*al hospital, however^ th^ir scope is 
tp limited. - • ^f ; . \ 

• i \ 



«§fld Jesuits/--" End results' refers, to the evaluation of cancer 
therapy in terms of patient survival' after treatment 
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Match each pf.^the following registry descriptions with, its , 
appropriate registry desJLfena t ion : J * • . / ' . 



* - - 

1 Col Vec,t s c i n f onnat ion about all cancer 
patients at a partiiuVa4 institution. 

2, Collects info raatifon about cancer patients 
in *the gynecology- department on4.y«~ 

* i 

3. Collects ^nforoatioi^about all cancer X 
patients fhp-a-re^eaidents of a particular ■ \ 

,^sta f te^or geographic area. v 

» * ,. • 

4« ^CoTtne<^s information from several, hos- 
pitals which are^ submitting data to a 
, ,,ce*ntra£ office. 



av Special -puspo s« ' 
registry 

b~, t 'Central registry 

■♦c. Populat ion- biased 
, registry 



i d« Hospital -based 
. registry ' • 



/ 
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S2Q!idgntial^_of_P a± len;fc£]?acord a 




<k n * it ,L !? C ? Pa * ient 3 «"»<Ucal record must be /regarded as 
d.nlJ l?V in, °™*tlon. Frequently registries have confi- 

dentiality agreements- which are signed by Al registry staff 
at the tine of/hirin fi . As a condi t Ion oVemployment. the 

lill/^LVy ^ *? diSCUSS ° r d */^<»". excepts autho- 

x*ized # information obtained on the joJ 

a Ptttienti 7 



that woutd identify 



an d 



-aw c^cer„l„ g con f id^ia I i ty vary from state to state 

'11 t?'\ n *° COn ^;r ation 1" releasing information- 

an individual. * 



V\««-Aa C f" tra l ' egist ^ ies fflUst exercise the same care that an 
individual registry does in preserving the confidentiality of 

Zfntti.TT^V,? 0 individual Patient or hospital Is ever 
identified in published figures, but the statistical* data 
about groups of patients is often an important product of 
central re«istry activity. 

, I i ^ 1^* COmpute ''8 play such an important part in the 

collection of medical information, care must also be taken to 
assume confidentiality of all data stored on a computer. 
A^es* must be restricted to re«istry personnel only, and 

esultin* reports must be handled with the greatest care - to 
assure confidentiality. This includes attention to the" 
destruction of computer listings discarded by the registry. 

too mll ch THe p ifflP r tanCe ° f con * ide ntiality cannot be emp^Tsized 
too, much. People have been known to lose their jobs/because 
they were diagnosed as havi n«^ cancer . The possib^Uty that 
some cancers are .caused by viruses has resulted in/social 
ostracism for some patients and their families. Therefore, 
all tumor re« istry employees, must strive to protect the 

OAnf I /4o rt * I „ 1 1 4... . ^ ■ > . / • 



confidentiality of patient information. 




Q6 

If* ^° U r own ,> ords describe some of the ways that 
confidentiality of tW (cancer) patients might be violated: 



b. 



d. 



( 
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Answer* * Oi 

* * 

yp4i V«ht«li«ve said 



l./By mentioning patients by name on gol fee break 
In the cafeteria. 

By giving out information abo t ut the patient to an 
insurance company or other persons without the 
patient's, authorization. 

3. "¥y carelessly leaving a listing of cancer patients 

where it could be read by unauthori zed, pe rsons. 

4. By tossing listings of cancer patients in the 
wastebasket without shredding or in someway masking 
the information. I 

J ' • • «.'«.„ f 

5. By allowing an unauthorized person access "to" the 
computer file of the! registry cance r pa tri en ts . 

.6. By mailing post cards which convey confidential 
information which may be read by ot.hers. > 
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^ . \ contains information only o^ Its', own cancer 
TlH^IV f U I a8 : i men,ber °* * central regi stry. Ws t V ', it sub- 
mits this information to the central registry. Care must be 
exercised to preserve confidentiality ofAatient reci>rds- 
( Check one.) f « 

H a. 6n the hospital level. 

□ b. On^the central registry level. 

Both of these. " 4 
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A registry^ first of all, sollecis. inf 0£(n&ilon (data) 
on patients with tumors. Then it periodically follows ±bes.e 
pa t ient s throughout their lifetimes .to determine their state of 
health and lenKth of survival. The registry prepares reports 
based on the tumor registry data for the information ( educatipn.) 
of the hbsp it* I staff. Finally It provides a base for clinical 
r££££CCj> by the medical staff. These four major functions of 
registries will now be discussed in detail. 



\ 
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DATA C0LLECTI6N 




DATA C0LLECTI 6N AND ITS USES 
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Individual physicians and hospitals as well as community, 
state, and national medical organizations need a variety of 
informat ion^on cancer patients. Tumor registries are the basic 
unit for collecting this information and providing it in a usable 
form. Individual physicians and hospitals use this information 
to review their own efforts with respect to such thlnga as: 

1. How wel| they do at early detection ot cancer cases. 

2. How frequently certain treatments are used for various 
types of cancer and how effect ive these treatments are* 

3. How long patients survive after incurring various types 
of cancer. 

Physicians who treat cancer patients are constantly concerned 
with examining and improving cancer-patient care. The data collected 
by the tumor registry will include information about diagnosis and 
treatment of cancer as well as the survival experience of cancer 
patients. As information is collected on individual patients, this 
information can be analyzed, as to the types of cancers as well as. age, 
sex, and race of the patients having these cancers. More information 
in this regard will 'be given later. 
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Base^f' on the material you have Just read, -it would appear 
that the data collected by the tumor registry will assTrst the 
physician in; (Check the correct answer(s).) 



n 



Determining whether or nojt cancer patients are being 
diagnosed at an earlier stage of disease than in 
previous years. 



I! b. Developing improved laboratory techniques to teach 
undergraduate medical students, v 

H c. Determining how well they are doing in getting former 
patients to return for periodic checkups. 

P d. Determining if more cancer patients are surviving 
longer. * 



Answer: 08 ♦ 

x 

Activities a, c, and d could assist the physicians in 
finding out how well they are doing and in determining 
the effectiveness of their methods of diagnosis and 
trea tment. 



4 
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Three functions of a tu«6> registry, in addition to data 
collection, are: 




y 32 
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Answer : 09 

s 

a* Follow-up of cancer platients. 

b. Training of physicians ( ^cation). > 

to ' 

Cm Research. 
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PATIENT FSLLOW-UP - t * * 

' According to current medical op i iii on , f orme r cancer 
patients should be examined periodically throughout their 
lifetimes'. f.hi's keeps the parents under medical supervision 
so; that any further spread of cancer may £>e identified early, 
enough - to iricrease the probability o*f effective treatment.' 
The term "follow-up" re f era t'o all the activities invo\ved\ir\ 
keeping track of patients after discharge (obtaining information 
a* least once a year regarding their state a?f\he'alth) and in- 
forming former patients and/ or their physicians -when the time, 
for ei periodic checkup" is due. 

Some types of cance$ have a. history of spreading or 
metastasizing very rapidly.' Therefore, it is important to 
•f ollow— 4-in this case, re-examine) the former patient at more 
frequent intervals tnan once a year to see if the condition 
has recurred. * Sotae persons claim that patient follow-up i 
the no'st important service provided by a tumor regi st ny^iTe- 
cause it ensures continued sadicai supervision of the patient. 

A second and very, important reason for patient f ollow-uq 
is based on the observation t'hat persons who have had one type 
of cancer , may be prone to d^velop. other types. Periodic check- 
ups of former canqer patients are imperative to ensure the early 
detection of additional aa I ignanc ies as w^ll &3 continued suc- 
cessful treatment of tne pat,ient ^or 'the. first malignancy. v 
* 1. - - * - < > • *v * 
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, Patient follow-'up activities also provide the information 
needed ta examine the results of treatment* As examples: What 
are the chances of s ur vjj&a-l '-for va r i o ors types of cancer? How 
is the survival related to the degree of spread of cancer at 
diagnosis? Are former cancer patients able to live useful lives? 
TJieae- and many other questions can' be answeretUaly information < 
collected as pa.rt of "patient follow-up". In fact, as a tumor^ 
registrar you may spend more time on patient follow-up than 
on any other activity. 

In most instances, patients trea^etf^for cancer-are asked 
to return to the hospital or to t he Lxv>hys i q ian for regularly 
scheduled examinations. Many patients, of course, will report 
to their physician at scheduled intervals. However, there 
always will be a certain percentage of patents who, for one 
reason or another, do not return. The tumor registry informs the 
'physician which patients have not returned. Attempts can then 
be made to contact the patient. 

For a variety of reasons, a physician may not have the 
current address of the former patient. It then becomes the 
responsibility of the tumor registry to locate the patient. 
This will enable the physician to re-establish contact and 
secure information regarding the patient's state of health. 
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Patient follow-up information can also be used to prepare 
"end r^su\£s?~- reports that describe the survival of cancer patients. 

Thes£ reports describe the survival experience of various 
categories of cancer patients, for* example, eases of treated 
stomach cancer. Survival rates are used to describe the percentage 
of people who I i Ve various lengths 9/ time after the diagnosis of 
a "particular type of cancer. ff a series of survival rates are 
plotted on a graph, it is called a survival curve. A typical sur- 
vival curve is presented below. 

S^£v X va_l_Fol I owiag_T 
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The survival curve in the middle -*of this page indicates 
tthat for patients treated fpr stomach cancer: 

1, approximate ely 54 percent are living one year later 

Zl approximately 20 percent are alive after live years 

* •* 

3. at the, end of 10 years after treatment only about 
, 12 percent are sti«£l alive. 
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Over /a feti-year period cancer patients^jriety die from causes 
han c 

ance r 

* s 

inf or ma ti.an • 



other than cancer. - Information that described what happened ,to 
these cancer patients is a type of * * ,„ „ _ 



Answer : Q10 

"Follow-up" information. This Includes (along with 
the date of follow up (month, day, and 0 year)): 



1 . 
2. 

3. 

5. 
6. 



Present address of patient* 

Present stater of health, or last known state 
health*. 

Evidence of any recurrence of the cancer* 

in4 



Subsequent treatment received by >-tfepat ient * 
Whether the patient is alive /Or dead. 
If dead^-e- aumr grf ^taath* 





7* Autopsy reporf" inf orma tion^f^hen available} 
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Patient follow-up information should be obtained: 



n .a<' For at least three years after patient discharge* 

fl *>• For at least five years after patient discharge* 

H c* For at least ten years after patient discharge* 

fl d* Throughout the lifetime of the patient* 



32 



Answers 01 1 



d-Throufihout the lifetime of the patient. At one 
time, a cancer patient was considered cured If the 
condition had not reappeared five years after treat- 
ment. It Is now known that there Is a possibility of/ 
recurrence even after 10 or 15 years. Also, second 
tumors are more apt to occur in cancer patients 
than in individuals who have never had a cancer. 



012 
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In your own words, describe two reasons why patient 
follow-up is considered to be one of the most Important 
services that can.be provided, by a tumor registry. 



J 
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Answer: 012 * ° 

', 

You could have Listed the following reasons: 

1. To assist in the early identification of the 
recurrence ojf a cancer. 

2. To assist the physician in getting former cancer 
patients to return for scheduled treatments and/or 
checkups. t 

, 3. To insure per iodic' exami na t i on s , of former cance r pa tl en ts 
since they are prone to develop other cancers. 

4. To gather various types of information so physicians 
can review types of/ treatment in terms of survival. 



XL/ 

oi3 ; 
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If possible,, a former pancer pat letit /should be followed 
until death. Liat four types of follow-up information that should 
oe co LLected; 4 

a. ■■ . t t 

*>•— 1 : , _ . - - 
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Answer; 013 



-¥ou cuu^<4i^e listed auch^types (dated) as: 

1. Present address^of patient. 

2. Present state of health, or last known state of 
health. 

3. Evidence of any recurrence of the cancer. 

4. Subsequent treatment received by the patient. 

5. Whether the patient is alive or dead. 

6. If dead, 'cause of death. 

7 - A&t&BZX < H&ZCQSSX > report information (when available) 



jty tops. v-^Th e postmortem examination of a body 
ne.cr.22ay.-. a postmortem examination; autopsy 



o 
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Which of the following statements about patient 
follow .up are TRUE and which are FALSE? (Circle T or F. ) 

T F a. A former patient should be followed at regular 
intervals. 

T F b. A cancer patient is "cured" if the cancer 

n *s not reappeared within three years after 
<?' treatment. 

T F c. After a patient has been followed tor five years, 
it is still advisable to obtain information about 
the patient on a regular basis • 
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Answer: Qi4 



a. True. The patient will be followed by the physician 
at least once a year. For cancers which spread very 
rapidly, the physician may wish to examine the patient 
at more frequent i nterva Is. 

b. False. By an outmoded definition, a cure for cancer 
had occurred when the patient was free of the 
condition for Jive, years. We now know that there 

is a possibility of recurrence even after 10 or 
i5 years. 

c. True. To obtain information on survival rates, 
it is necessary to follow former patients until 
dea th . 



[Z 
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EDUCATIONAL BENEPTTS 0F A TUM6 R REGISTRY 
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EDUC ATI 0NAL BENEFITS 6F A TOM0R REGISTRY 



6n a yearly bas is^^flfe t i mes mopi often,, a tumor registry 
prepares one or more^e^Torts containing information such as: 



1 . 



Imbers an?l types of cancer patients diagnosed 
and treated during^jthe past yeaj*. 



2. Percentage xff patients with spread 
to different regions of the body/' 



the cancer 



3. Numher of patients *or whom follow-up was obtained. 

4. Types of treatments used with patients with different 
types- of tumors. 

5. Latest survival rates for various t ypaa -f-~rTTn'ccrT~ 

Such information allows the hospital staff and physicians to review 
their cancer proaram, and especially to analyze their successes and 
failures. This is a type of co.flHnui n g educa.iioa that allows phy- 
sicians to find out what treatment is most successful antf what prob 
lems need s pe ci aL--a j trerTt-4 k on . - — 



In numerous hospitals there will be newly graduated oedicaU 
students who are interns and resident physicians. This is post?^ 
graduate training during which the new MD acquires new skills and 
obtains additional expertise in medical skills. In some hospitals, 
there will be undergraduate students who are just beginning to 
study medicine. The information obtained from a tumor registry 
can be used to assist in the instruction of interns, residents, and 
undergraduate medical students. For instance, this information 
can help them learn about the nfiliir&L hielarx of cancer as well as 
Its treatment . 



ufliyxsl tUalQriC of disease--the course of a disease if not 
interrupted by treatment 



015 

Tumor registry iniormation can be used to help interns, 
residents, and medical students, learn about the natural history 
of cancer. In addition, registry information, in the form of 
annual reports, can assist the hospital staff in learning oore 
about its cancer load and the treatment of various types of 
cancer patients^ These are but. two examples of the 
benefits that can be provided by a tumor registry. " ~ 
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r answer should read something like this: 



To orovi^ for the £2llS£tioQ q£ d&±a which can be used 
t o^B-tmlytfT e .die.tfnosis and treatment of cancer patients* 

To provide follo;w-ij E ialanaaJLLoji which descYib^e»-*hAt__happenj3 
to patients aft.er*tKey have been treated for various *yjR©^ 
of cancers by various programs of trea tmen^t Fol I ot- up aids 
both the physician and the patient because it provide^ a con- 
tact with the patient that might otherwise be lost and often 
is the means of bringing the patient back under medical super- 
vision. 



To provide fedyfifliisOAl feeu££iig to the hospital sjfcaff, and to 
interns , residents , and medical students* 
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RESEARCH BENEFITS 6F A TUMOR REGISTRY 
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RESEARCH BENEFITS 6F A TUM6R REGISTRY 



A tumor registry is actually a working index of 
feiogialiBlissl ^A±fi which is continually available for clinical 
research by the medical staff. At numerous hospitals there will 
be members of the oedical staff who are conducting some type of 
research on the diagnosis and treatment of cancer. They may ask 
the registry to provide information to assist them in their research. 
For example, someone may be investigating the types of treatment 
employed with a part icular^type of cancer. - The registry might b<§ 
asked to prepare a listing of patients diagnosed as having a 
particular type of cancer or the registry might be asked to des- 
cribe how each patient was treated, how long the patient survived, 
dnd the present or last-recorded state of health of the patient. 

There are a few hospital, state, and regional tumor registries 
that provide information to state and national health agencies for the 
epidemiological s,tudy of cancer. fijsi^sffilfi lagital aiu<ii£s investigate 
the various conditions (environmental, social, etc.) that seem related 
to the frequency and distribution of various types of disease within 
a community . A considerable portion of these studies is conducted by 
or for the National Cancer Institute, part of the National Tnstitues 
of Health, which, in turn, is part-of the United States Department of 
Health, Education, and Welfare. 

bicrstajtistical- -Biostat ist ical data include any type of 
numerical information about^ living organisms 

SBirf£BifiIogy--The study of the occurrence and distribution of 
disease 



017 

Tumor registry information is used in four general ways: 
To provide diagnosis and treatment data, to provide patient 
outcome or follow-up information, to provide continuing education 
for physicians, and for clinical _ _ by physicians.*'/ 
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Answer: £)i 7 . 



4 *t 



Re search* 



018 



A> tumor registry *Uso .(fan provide Wf o rmat i o n that 'c 
be used to study some ^ the^ conditloha associated »£th the 
occurrence of various types of cancer. .This would' be * type of 
study. ' '% 
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An swer : Q 1 8 



1 dem io l o.«lc< a i; : EpIdWo logj* ls/£he "field." of science 

ps of the various 0 factors 
^which-'deteriBlfie th^f/rcquencies and distributions of a fl 
1 *^$ c '? 1 .* rf * *»*t>c£«B/ a disease (e/g.. cancer), or 
p E^plaiaki'cal >sfate f a conditio!* of the btfdy ) in 



' ^* ^ ~* ~ * — ' — 

Kumantcoonnuoi ty^-r^" 



ft 



^ > * ' • ' • 6 mi, • ~ • • # \ * 



if 



fftaaiSifi«S--Th*. 9^0^, that- t^ats</£ thp funftnons of " . ' 

.//v. >•.?••>• -v.- H 

t. v s h> « . . . • V "/ . ' . * »/ : • . ♦ 
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r&B ACTJVITIJBS 0F KJT^ffSR REGJLSTiTXl 

i . - 5sie £ iioii_o.f^ge^ 

J^the most Important act 1 vl tiTs^of a hoapl tal -based 
tup>dr registry Is to provide the means for obtaining an accurate 
account/of the" c*ncer experience in that hospital. Therefore, 
procedures must • be established for obtaining a complete roster , 
Its patients with . oancer . All Inpatient and outpatient ? 
records should be r evle M d and those cases *1 th cancer tagged 
and/or set aside for additional p^pce^slng* Furthermore, 
various procedures can be adopted for alertih. the tumor' registrar 
to specific cancer patle!nr ? undergoing treatment at the hospital 
who should be -Incorporated Intone tumor registry. For example 
reports from the HAiUaX^r. -Cfiaialagv. and 6thbr departments can 
be Bent routinely to the tumor registrar. 

,•»'.. • • • . • ,. . t ; 

Patients' records, dealing with diagnoses of interest to .the 
registry may be selected by the medical records personnel fdr 
^further pnpcesslng by t4ie tumdc, registrar. However experience ' .'. > 

' has 3hown c , "that a f.a'i r . number of records, which should be Incorporated . ' 
^•nto the. tumor, registry; are. In fact, missed. ' »».•'",* 

. * If possible, the' tumor .registry should screen all records * " f 

as. they comedo the - ae£l cal record Je E ar_±ment . This Increases * . ' - 

the likelihood that, thosejrepords which should be incorporated Into - "** ' 
the registry. are selected.' 1 ' c • ' • -> 

In- some hospitals. tumor>eglstry personnel, screen the medi6al 
records as well as' the* repoVts: emahat *ng f-rom^such departments' as '* 

Bv^hese^efi? 12 ^:":^ <\ lso ^te^i. . 

By these means*,, neglstry personnel obtain information regarding those 

pases that^should event.ual.ly show, up ap candidates for Incorporation* , '. > 
ln^o. ,thfc ,regIstTy . . * . » . ' « • •/ ' ' " . \ 
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.Cfiibfilogy-rfhe scientific study , of the /j» attrrV o' f /iaease, its causes, 
* 4 '♦•processes', development/ .and consequences , 'no re ° sped fleal fy, * l 
* the* ml crosco^lc ^exaalnat^on of tissue . *V " * -> - " 

> ' : - * • • * .••*."' o ■ , • » 

/ .P^ifilasy 0 - The Science pf radiant e ne rgy\aKd r.d'ia^ substances', ' • V' 

" especla-Uy tha>* branch of jiedlcal science >hVch**dWW*i ! !tJh 
. radiant energy ih the diagnosis and^trea'tmen't of disease , -i » 

'***•. ? . ' - » • ^ ' • *.»''*' 

*V. 4i<lfiKv--The microscopic exa^lnatWo^' celts. ^Staln'ed "-by .fttfpJlMtions, '' . 

washlng.fr,' scrapings, and smears (such as' Pap ^tff*«XV> , ' »' * ' T . «• 
•« * >* ' ' s# * ( jfi* ° 5 » . * * ,'•***• * c 

„ liMpar co n i££en.£e.--a, meet lng pV ghy»ici5»ns* trained* in ^'rio^s, disciplines V 
'. " "ho .review the ^diagnosis of dnd'jjropos'e therapy for a ' * » ' , 

a ^ patient wl t*h 'Some typ^e- of "tumor ' V„. - *; / 
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The selection of record's is' most efficiently performed by 
the tumor, registrar because of h'er unique knowledge of the tumors 
.included in the registry. A pathologist or other knowledgeable 
member of the hospital medical^ staff should advise the registrar 
on problems of abstracting and coding. 
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As you probably already know, when a person is admitted to a 
hospital a medical rfi c 2r d is established for that person. This medi- 
cal record wl.ll contain information abput the patient^s medical 
history, diagnosis, and treatment. At some hospitals, a, medical 
record is called a medical sbart. For patients with cancer, the 
Information i n „t he i r_ med^calT char ts eventually is summarized and 
reported on a speci^mD called a i aiaS i X £glairi ftbalxad. A / 
tumor re«l 8 !ry a^fatt.^ a summary of information in a medical / ' 
chac^that is relevant to the diagnosis ^nd %rea tmen t • of 
abstracts are filed in the tumor registry. fl n e of 
of the tumor registrar is preparing, tbes,e abstracts. 

hospitals the inpatient and outpatient charts are filed 
If this is the situation, both inp^<ie"nt and outpatient 
t be reviewed. Watch for new canqer. diagnoses to augment, 
follow-up information to update, the registry rflles. 




\ ■ ■ , 

f Within a- hospital, 1nfor^ti^h\bout a patierit's medical * * 
% , history, dfa«nosisv and treatment is found in or contained in • 
*; ;th.e patient's * c ■ x i . - * 8 6# * * 
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Answer: 019 



Medical record dor, oce'dical chart. 



After a patient is discharged from the hospital, the 
medical record is sent to the hospital' medical record de- 
fi&r.t©ent. The tumor Registrar obtains pertinent records 
from, the medical record department in order to abstract 
those cases which belong in the tumour registry file and 
a^lso periodically examines such records for follow-up 
purposes. 




£*1 ££cord cie E artment--Th 5 e departments o t the hospital responsible 
for assembling the various* medical reports for each- pa t i en t , 
combining them in a s ingle .'patient file? (ttn d indexing them' * 
tor future reference •/ • •* 



020 
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„ You have learned tha*t a tumor 'registry contains 
information abou'r cancer pa ti ent s> and that thip information 
is obtained/ f rota medical records or charts. The special form 
used to record tHe summary* o^this information is called 
the * ~J _/_^ J 



\ 
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Answer: 020 

Tuaor registry abstract. 

\ 

021 

Name three types of information you would expect to 
find on a tumor resist ry 'abstract (in addition to such 
items as name, address, and a,ge of the patient). 





Answer: 02 1 



:h thin^Wvas: 
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You might have listed such 

1. Medical history related 4o c lnAc 

2. Description of the diagnosis\^y 

3. Cancer- rela ted treatment . 

4. Patient follow-up information-*- 
health of the patient after 
discharge, survival, etc. 



er, 
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The file- of cancer registry abstracts is the most 
important element in all cancer registry prograns. These 
documents enable the medical staff to review the" overall 
cancer program in the institution. It is a concise summary 
of the significant facts from hospital medical charts on the 
history* diagnosis, and treatment of every patient's cancer. 
To prepare a tumor registry abstract accurately, you must 
possess a reasonable medical vocabulary relating to the 
di agnos is and treatment of the various types of cancer. Yoii~ 
1nust be skillful at abstracting from the aedical record thp 
info raation indicating the final diagnosis and the type of 
treatment given. In addition, you must know how to apply 
rules for determining the extent qi\spread of the disease ^ 
at the time of diagnosis. This is ca^ed alpine in some 
hospitals and exjte.n.1 o.J diS^flSS in some programs. Both of 
these concepts will be discussed in detail in. Lesson Book 5. 

Typically, the medical records are completely abstracted 
by a-tuoor registrar with a medical consultant assisting Ln the 
interpretation of the material when needed. In some\cases« i t 
may be necessary to contact the patient's attending ph>sician 
for clarification of information contained in the record. At 
large hospitals, one or more full-time tumor registrars are 
responsible for preparing the tumor registry asjbstacts. 




\ 
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a±£££ al ^iasaas- -Groupi ng cases with similar prognoses into broad 
extent of disease categories, e. g # , local i'zed , regional, 
and distant spread - f 

£X±enJt fif diafifiSfi- - De t a i led description of how far the disease has 
spread from the primary site 
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For hospitals associated with a central registry or 
a population-based registry t ftfe^hosp i ta I tuaor registry 
abstract furnishes the ba s i^\i n f o rmfe^b^a^fjo r the registry 
system. Small hospitals ( 1 50 Deds or >fes?^lS?e^ating'in 
such a program may rely on a memb^t^^ojf th^cent ral registry to 
visit the hospital periodically and Jsfea"tracr\ecords set 
aside for incorporation into the registry. AssiS^^ng that 
such arrangements can be made, is quite approjvriat^to 

use these "circuit riders" to &o the abs t r actjrhg. 



I t o f ten happens 




the inform* 



cont ain all of 
In such a cuse,- 

physician is contact^ to x>-add i t i\na I 
contact is^most /a u^ro p,jrfeT%eL y made lay 
supervising fhe^fumor re^i ^try^aGti vj 
However, In t^acH^e, it is generally 



record doe s no t 
for a couple te ab s t rac t • 
e that the attending 
i nf or ma ti on. This 
t he phy si cian who is 
y at the loc«4^bospi tal. 
,de by the t umor 



registrar in /the physician's nanre^ _N um e^jJS_Jio-s^4r-tai s tiaye 

found that a tumor registry can be inst rumVptal in educating 
physicians to the need for prepares jp-mojce^ c onvp I e t e and 
record*!, \ 




3 . CP^iQg_2l«Iyffior_Bfigifiixi-AfefilXfi:£i 

•The various services that can be fh*pvide<i by a tumor 
registry Lnclude^the tabulation, svuamar izatl^, and analysis of 
cancer registry da¥«u. The use 6f automatic datKprocessing 
equipment can, in institutions having large caseloa 
expedite and facilitate these activities. However, before 
registry data -can be processed automatically, tjWl Tnf orcaatton 
on the registry abstract^ oust be ^translated into co.de. Coding 
methodology will be^dispissed in deta-JJ. in a later boolr. 

-1 .r — / 

In those institutions where automatic dajt^f processing 
is done, the abstracting and coding proces^often are 
^trer^o-M^ed by the same b^rson. This is the procedure typically 
^employed at those registries not associated with a central 
reftisti>f, Thve^jaajor advantage of this procedure is that the 



absttactor-^'der eventiially learns the k4nds of information 
that mxgrf^ be recorded, iln order to distinguish among, the coding 
cate^'ories. ^Afi \ / 




data 
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As mentioned earlier, for soae "central registry systems 
"circuit riders" are used to abstract medical records. 
When this procedure is followed, the same team may code the 
material it abstracts. It is possible to e s tab I i sh - -a t 
either community, regional, or statewide leveU-abstrac ting 
teams that periodically visit each hospital and abstract 
those cases selected Ijor incorporation into the registry 
system. The , use of "cVj^rcut riders" not only provides uni- 
formity in abstracting but also allows the gathering. of data 
txfr hospitals too small to Justify a full-time tumor registrar. 

In most central registry systems, whose participating hospi- 
tals have tumor registries, the abstract is prepared by t tve hospital 
tumor registrar and transmitted to the central registry for coding 
and processing. This has the advantage of a group of highly expert 
coders at. the central registry doing the coding of the abstracted 
material./ Coding is probably more consistent when performed at the 
central registry. With this procedure, however, care must be taken 
to^prepare a complete and accurate abstract. This procedure is suc- 
cessful to the degree that an adequate abstract, containi^i all the 
information needed ^during the coding process, can be provided. 

* . £ &iianl_EfiIlow-yii 

A tumor registry also collects information on the 
progress of cancer patients after they leave the hospital. 
Information is collected on the health of the patient 
during subsequent years. Also, information is collected about 
the therapy the patient night have received after leaving 
the hospital. This information may be included in subsequent 
patient folJ.o.w-up. Thus, the information contained in a tumor 
registry is collected from two primary sources: fflesUcfii rfi£2Xd§ 
and JfiUfiw-^e r^fiOClS. Usually this follow-up information is 
obtained from the patient's physician., from records of subse- 
quent patient visits to the hospital, from contact with the 
patient or relatives of the patient, or from another hospital 
registry. Patient follow-up techniques will be discussed in 
more detail later in this book. 



K0TE : You should be paut ioriNed that a iyfflfiX £fi£iSJt£&r 
J22± C2Qla£i a former Pfiiifijii or relatives, of a patient ynl£2a 
specifically ayihari^ed to do so by the patient's physician. 
For patients who have no private physician, a physician associ- 
ated with the tumor registry will authorize the^x>ntact, should 
it be necessary. ^-^^ 



\ 
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Information about the diagnosis and treatment of a 
patient while in a hospital is obtained from the: 
a ) 

Information obtained from either the records of sub 
sequent^visits to the hospital or from contacts with £ha 
patient's private physician or by direct contact with the 
patient is called: b> ! 
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A. Medical record or medical .chart; 

B. Follow-up i nforoation. 
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Follow-up information describes such /things as t he 
patient's treatment after discharge from, the hospital, any 
recurrence of the pat ient' s cancer, ' length of ti-me- the 
patient has survived, state of health of the patient, 
and if dead, when the patient die<f. f „ 

Which of the fbllowins statement(s) i s jl&£. in example of 
follow-up information? 

(✓) (Check the correct answer(s).) 

$ ' 

fl a. The patient died two years after discharge, <. • ^ " 

H b. The patient was treated initially by purgery and radiation* 

P c. The patient's condi tipn. was fi^rst diagnosed during a 
« routine physical examination* 

fi d. All of these. V 
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b and c. Statement b describes treatment that had to 
be performed at least in part (the surgery) while fhe 
patient was hospi tal ized . 

Statement g describes a procedure that probably 
occurred before the patient was admitted to the 
hosp i t a I « * 

Statement a is a typical follow-up information item* 
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•I*. 



56 



€Mne o^f the' m»:j6jr ob jec*^ v<jjsf 9 f* a* tumfct^regi s*f ry system is 
asflUPftnce' tVat ^patients #ith cancer receive "fcontinuing medical Q , «. 
supervidLqn^p-f t i's^extremeljy important, therefore; that a*mean« , 
be provided fop per iodically, assessing the ^<c6nd i flbn of £rie . . 
patient so ,tha*f addi ti'ojna ,1 * treafcmejn.t can be provided, if peede'd. • 
^Search .your hospi t^- 'i^Vther oie t hdds'of follow up. V? ts jfuite 
possible that'x- ray, ^heoatolo^y, and pathology.^ reports as, well »as' out 
patient schedules c^an b e routed*' through the"t UID 9 r registry pnior to 
belne fj^ed in the ,'med-i^al recqrd. 3This*may save 4 your registry und 
-trie medieaL re^coro; ^ep^rtsaemt 'many hours of work. * °* * - " 



•Patient" foliow-up can be a very ti fc me-6on sumi ng activity, c \ 
especially alter the r^istry'^s been i*h existence for s,ome * e 
period of time-. * At el ther^slx-^onfh or yearly intervals, the** 
tumor re«is*rar * obta ins the latest ' informa.M on ( on the status < <<9 
"of\the patient. 6 TJils means- that oae-slx$Ji (1/6) or qne - twe^ f th * 
("1/12) of -the total active cases JLn the rei^istry are followed • 
, -each month. The hospi,ta I records , for the appropriate pa o tients 
are obtained f rba*.the ,Hei}ical Record Department ^and examined foV 
new' information, ^r* the« paM^t has not visited the hospital or 
the physi 4 cia^n^ifbiin* 4 the, last> or 12 montsh, the' physician is 
contacted wi^th a .reque s t f o r t i n f o nna t J>on al>out the status of the* 
• patient, When the physician returns the current i n tf&'rmatH on*,t b the 
re^ltsfry^ i't i s 1 reco rde«d °*JLn_l t£e tumor registry file. .This 
information Ls, in turn, ^forwarded to the central registry if ' ? « 
•jtJie hospital registry is 'associated* with one. * * * " 
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• Bach 'nohth 'the,* tumor .registrar determines which of the 
former patients Should be foUpwed that nonth, a<nd then proceeds 
through various methods .to obtain information abou't the status 
of each^patient^ ,6f ten the patient's medical chart will c v an4:ain 
recent "check-up" information that provides a LI of the desired 
^ follow-up. data. Other times tjie registrar may contact the . 
patient's physician, using a special form letter, wh,ie^ the u 
Physician fills out and returns to the registry. If the doctor 
« does not reply promptly, a second, and perhaps different, form ^ 

letter may be sent out. When doctors Jiave lost contact with* ' " i 
patients, their consent will , usually* be given tq the registrar ♦ 
\o try various metfns of- locating patients. . 

In roost hospitals th-e tumor registry^ has permission to fco.nta^t 
former patients for whom there is no current follow-up information. 
This may be done by phone or form letter. If patient^ mention any 
problems of doctors have indicated that they would like patient^* 
to come in for a cheek-up, the registrar* nay suggest that «ach • * 
pa tients "m'ake* a clinic appointment or contact ^t hei r private 



physicians. This personal i nvotveme«nt in service to cancer pat°ien*s 
can be a rewarding part of the job of a t tumor r]egis\rar*. 

In Urge *oaplta V r^gist rjes,° pa t i e*i t 0 tfollow'- \xp is 4 a majo°r 

activity, and, r,«qu£res extra ^r|onne\ to help with tfee j<Jb, 0 * #e . f 
At* small hospitals, the registrar v will pe rf orm* «ajl jtfbs but«ma°y ' * " * ». 

spend the # most^ time on patient follow-up. V > $ 
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For ea.^ pat ie*t l^jWe ,c*fttstry , f oVlo*-Cip* information sh6ul<f A -\.>** 
_ be collected at L*»3.« on a -yeWl^ tja^i s^unU I th.: 4&tV»£f death of 

the patient. e Normal.^ : foljfcw -up. i* ^i't^d a* year from****. q> last- 
follow-up. Pattents fo«4k ,/ol lo.wed ek^ monffi o£n'o .h* . de t e cm i ned * ' % '' 

# , maintaining a follow-up coHhW ftij^ln *hi'ch tke af all living 

patients ar^ arran«ed according to, th.e /.tf h t* of the U^/'idWof-up. • 
In large community and s t at e Veg i st rf es»\ H,iW i-l'e .may -be ' corapu^. ' " ' 
maintained in the central registry, gdcrf ootitn. .tn'e hospital registry " 
. 13 Spnt a * List P f ' the People for whom it shoutd obtaJfl i'nf oVmatldn - '* 
t during that mpnth. ' */•''»*. 

• * * 

■ Follow-iip may involve a ^ood deal of detective work when * 
. , Physicians have^lost contact with patients. To reite^ratfe. 

alway^/check the hospital and clinic records first *to see if the 
patient hasobeen s«en. When this fails to locate the patient, 
some •of the more common sources the registrar ca 9 ' use ti' trace 
, • m.is'sin^ p'ati'ehts are: 

~£ Sf 1 ^*^ -D " r fp . le ^ of the patient (if authorized) 

» * • j Ofjier «hok#itals f'canNcer registries) 

*. " T o^ tel ephone directory ( soenet ime* S/ a "street-guide" 
.'•• fc a K #jy«Qtar3^ is also available 'frora th3 telephone 
m • • companV as\ially for a fee) 

o City. ja^d- coun ty**'dl Sector ies ' .* ' 1 f 

• • „ • ^pcr£4' office 

•Professional and other directories a ♦ * 

Bo.sp ittil social worker 
- Q # Eaplo^r** o'f ten listecton the admission sheet) 

# La,bor urtions, religious groups, veterans 

• # * organteat^ions/Svisiting nurse associations, 

or .a*ny organization which might give a lead 
Both loca> andfc '§tate health departments or vital * ° ' 

% statist! cs* offices for information on deaths 

Q * cancer patients in your registry • 
Obituary columns" in local newspapers,. ' 

T » h ^ tumor registrar should always verify, the last, date that 
* -,the patient was know© to be al'ive*. Being listed in a directory 

• i % r *9 x P^oof that the patient rs still living. 

' « t • ' . . - • . 

4 • . * p. " • • 



J§ ,-^*?5 W V.* nt f , oU <»»W should be collected at least on an annual 
*>asi«S. i n ^h*<f Vffirdej. -should the registrar proceed to do patient ' 
follow..**.?. tfn»>:^'*he following statements in priority order-J 



*° 1 l o* t *fA£. tjtumlJer ' t 
r ^ • 

> • Cf ^" ta<S t ne patient or relative listed as next of kin 

r ' r y *- r - . ^ «i ^ Qiebfr" .the ^medi ca I record for subsequent visits or 

\* - V*-W nf oration subsequent to the last fol lo«-up <• the last 
' . *" itirorination posted In the registry files) 

^entnSV the patient's private physician • \. 




But only when hospital policy and patient' 
private physician perraLt/ £he, registrar to 
contact the patient or relativ-es of the 
patient. „ 
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There are ^emjrall* 'four bas<i£ components to a re*l 
system: . * * 6 ' 



1 

« 

0 

B.. 



A. ^QQgSSiau'UQlSl&i^ Cases are' entered to the'Vccessio'n register 
as th,ey are abs Vrac ted us in« a consecutive Numbering system. This 
can be used for auditing the registry files to checH -against 
v , Possible loss froa those files. As a minimum the * register con-. 

tains 1) a registry number listed sequentially by year," 2) the ' 
. . patient s name. 3) the diagnosis, and 4) the patient ''s hospital 
- Dumber. 



EAIIIfil. £ILE - This is an alphabetioal card file 

„on, all cases (-alive 'and dead) which serves as a master reference 
to reglsteredHuttor cases. Multiple neoplasmfc for the same * 
ZtVZ"* sho ^ ld *>e indexed on the same master patient, index card. 
The "ifile ca'rd, must contain enough identifying information to avoid 
duplica te registration of cases. .It .may contain such information 
as the patient^ name, the hospital c.hart number, diagnosis 
(primary site tfnd type J, admission and/or discharge date, birth . 
dafe. social securi tjeSi umber (when a va i lab le and, name, o f 
spouse .\ If the registry is computerized, an alphabetical piHnt'-" 
put may be, used as this file. :/ 
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£J8IMAEX SIXS flLI.r-'.Thls^is a file, of all *&%gl stered . 

tumor cases anranged. acpording to firim'a^jr site. (The" * 
..classification of primary sftes will be discussed lat^>* • > 

.in th.ls t5ourae.'.)« It can be composed of .either cards, . . 

abstracts*, or computer printouts. . It is usually arranged 
byslte and ye£r o t' d lagnos Is It can be In alphabetical 
or chronological .<*r<der #lthln' each pVlmary sj te . This 
facilitat.es -selection of cases for special reports a o nd 
f tudles... tt make's, possible cursory study of partlcula'r 
carfc^rs.by the hospital staff. It c also*'f aoill tates the 
selection* of t cases for preparation of summary reports.' 
Abstract's filled by. site eliminate the need for an ad*di - t 
Clonal c^nd file. ,-'.*< ' $ ' 

•ESL^I-UP QeuZR&l FILE -'^Lifetime' follow-up is- aii In-, * , ' 

tegra-i .part of ttve care of the c anc e r., pati ent . Every 

cander patient must be followed at least annually. A v /* 

foUW-up control fl.le 4 nc ludes , on I y "l i vi ng ojases. It. ' ' 

alerts )the tumor regist ran : \o' ©a f se% 'due for follpw qp. r 
It is sometimes tabled a*' " reminder", or "'tickler* 1 file 



re 



Carets are filed according to th^ 1 date that the patient is 
, * . due to be followed (month of. expected next contact). If 
the patient wa^s to be ^followed in October,, t*ut .returns to 
the hos^pi taf^ ijn August, there is no ne^d/to follow, that 
patient in October. Instead, under a^early f ol^ow-up * . • » . 
systep #t the patient's card is filed for follow-Up the nVxt 
August,. Each rao^th ^ou can see at a glance Who is, to be * s * 
followed, and at any time vou cart detect those patients , " ' 
for whom \fol low-up information is late or missing. The 
follow-up card may be us>d to record sources of/follow-up 
information such as t he > t jLe n # t * s physician/ s)/ the patient's 
address, and f>hone P nuabe r, and names and addresses of relatives 
pr o°the«r informants. * * 

An automated or computerized registry may develop modi f ioat 1 ons «o"f 'all 
of the aboye whlc'h vilt-utll^e the capability of da ta >rbeessln'« , 
equipment for toe more efficient Kandllnp of tumor registry dat^.'V. ! 



j /' k . *' 

• : ■:./ r * ■ < • 

fi£lffift£X ; aii£--T 1 he organ or tissue, of the body where tie cancer 
or l«i na t tes • • & 
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• List below the usual f i le§ t maintained by a hospital 
registry: » 

1. 

2. 

3. " ' 

4. 
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2, 
3, 
4, 



Accession register or yearly listing of all 
patients. 

Patient index file or master file. 
Primary si te i nctex. 
Follow-up^ control file. ' 
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6ne of the »a>r- f- wet i ons of a hospital, tumor registry is the 
preparation of semi-annual or annual reports for the hospitals taf f 
These reports summarize the cancer experience of that p t '"s. 

Pital Suctions for preparing annual reports will be presented Lter 
this course. If a registry is associated with a central re lia Vy the 



in 



one o f 



^^ tf reKl !'! ry aSSiSt by P roduc i«« reports of the tumor experience 

e 4 c^tlclp.tl„ 8 hospital. These hospital staff reports llljlr 
ones -raise he submitted to the American College of Surgeons YojStZil 
the requirements for^approval of the hospital cancer p^^T. 

variety^f^lta tUDOr r 4 iStrieS ° USt be * b le Provide q uicklV a wide 

net I Vh t UP ° n req \ est ' At ^rge hospitals, fumor registrV person 

nel sh ould & ve the capability of preparing year-end summary repLts as we 

a tumor e S t T *V7 d f ° r P-Poses. At a smlll I t 

a tumor registrar sh'ould/be able to prepare a few basic reports \ e 
1 P & -Jjstry is a^ociated with a central registry, the registrar 

y L: ; h r3r; e r ests troa iocai o b t al f rs • 

quicKLyrrom the central data processing f ftr ni tv T . 

ho.pitifl ppd i™.,,!.,. c „„„ u „ ity as t „ MM ',„ 
statewide and/or national conditions. 
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Similarly, a cent ra-l- -reffl at ry to prepare reports for a 

variety of users summarizing the experWnce of its members and the 
statistical implications of its pooled data. The information re- 
quireaents of all important users must be considered when planning 
a tumor registry system. However, care must be taken to ensure that 
a central registry does not cater to statewide and national users to 
the detriment of local and community hospital requi reroe nt s * Above 
all, to be patient. oriented, a central registry facility must be "cap. 
able of and oriented to answering those questions which originate at 
the local hospitals. 
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A hospital-based registry provides data and reports 
4V for its medical staff. A central ( popuUtion 7 b A seHNregistry 
^p/ovides informaticn for; (Check one.) 

r a. Regional, state and national users 

! b. Individual participating hospitals 

f 

P c. Both 
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J6B AIDS FOR THE TXJ U6R /fcEGISTRAfi 
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J0B AIDS FdR THE TUMOR REGISTRAR' 



* , ! n °* possible *or the tumor registrar to memorize all 

of the Information required to abstract and code a medical chart. 
In fact, for many types of jobs, it has been found that the job 

T«?T 1™*? " UCh M ° re readily and Performed much more accurately once 
a wel.l-developed set of JoL> aids has been prepared. Td accompany 
this training program, yoif should obtain a medical dictionary, an atlas 
of anatomy, and a textbook on the diagnosis and treatment of cancer. 

m „ +0 , , ThS tUm °r re « istrar « U8t als ° «se a variety o* other reference., 
materials so»e o which were developed for general use by a number of 
medical. specialties and some especially for the registrar.. In this * '* 
course of instruction, emphasis will be', placed on learning how to 
use these job aids. 



& * ? ft. V*'» *V 



* * - . L * » * . »i. • « e» ' *» 



if s point in the. CQurtot^ wfc *l S( h onTy- & a.%ert'yo\i to V 
:y,pes of aids" a.nd refereoce ^tesUoUs tha?*can be u^ed \ 



At thfs 

the various typto ^ * aiujr a-na rerereace mater-ieTls thaf Vai 
by the tumor registrar. Xh^i rs t, ge ne r* I ^rbilpf.i nc likUs ; 



It 





* m% I*. Medical dictionaries V ^ ;\ , T ' 

♦ 2 - Atlfses of aneutoojy.* /• ' * ^ */-V % * ? . ' 'V * 

3. Textbooks on tjie diasnosl^s & net tr^atmerft 9 of 'caVicer, 
/ Je^books on. patholdgy, phys io lo«yi and*, s'urgjry? • 

. 5. Textbooks t 6n the uiriteratfandl ng o f NutecJiQa'l^ j 

termLnolouy. t ^ . jj. ' . / 

•. second «roup eft Job aid DjaterHa'l {ncta'des ^andboq^ • 
manuals., and. various Us ts and * g lossa ri e< of • te«ma*, s^h as: ' 

A . ^. Anatomic overlays \ » > e fa ^ 

^ 2. Names of cancer c^erap therapeutic a^e-nts < «* 

3*. fi^nostic procedures and su rg£ c a t ' prp^dureV 
* retail to oancer I , 

^IL^s ,of t ump r . H^m^U^laiu^a^ -j^rt. c^d^rv^^^-^^- - . _ 
Current Eljy^g i cjLa n^s De^jt Referende * ( ^DR) w ,s ^ • • \ 

j • ' • : T : ' . ' -* \ * ' J 

>Jthird .group of job aids are Journals'. and ppbl Icat^on^ by , \ 

fl 1. American, College of Surgeons ( lu^p r Regi^tty* rfknyal )/ i T " f 
2 American Cancer Society , 7 # v , t 4 • e •* I * 

* ^ 5., 'National Cancer Institute * « ' ** • .* " to ' # ».^ 

Other jibaids for abstracting op, coding .purpose a. are : • ' '1 ' 

i . ,? p N Q% X Systematized Nomenclature of Pathology * . '/ . 

2,, MdTNAC: Manual of Tumor Nomenclature and* CodJUng T * * 

3 ; ICDA: international r f lassi^ica tibn of Di seases' Adapted 

» for^use *n« the^ United States * " n # • ' ^ « 

; Bl CDA : Hospital Adaptation of the ICDA / ' 

h» dlinical Staging SysWris for Cancer/ f ' 

• If ' a - American Joinf Committee on Carlcer Staging^ • ° ft 

ana End Resul Re po r^ i n*j ' ( A JC 
• § J 9 b * • International Uni o,n *Ac;a i ns t Cance r ^( U ICC ) • 14 



8 • ' r * 



cliemotli £rafi e:v|tIc-.^6f or pertaining to t t he . t reatment of 
disease with chemicals to 



U5fl?£nQla;i u X e — A sysWof names' 

• C * ' 

' • ... 

k 'V 




' •*, * * o •> »*.*• . «v . ..... A * 

• • • * > * * 



r- * ' ? « • - c 
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. SECTION D < * . ' 

RELATIONSHIP €)F TUM«UR REGISTRIES Ttt 
H6SPITAL DEPARTMENTS AND °ME6*CAL 6 RGAN IZ'AT^tffS* . v7 
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n ; THE RELATIONSHIP BETWEEN A TUMOR REGISTRY AND THE H6SPITAL 
^, IN GE Nfi&Ab 



. * Xhrf purpose of the next three instructional segments is to- 
give you. -a «enef*l understanding of how a tumor registry relates to- 
*\*}* K9r hos ^ ital departments, and to vaVKus- non-hos.pl tal agencies. Thi< 
.material witl t provide yeu with additional orientation to the job 
; of a. tumor registrar. „ 

• , - yl ' ■ ' ' 

.«■' : •* jFor organizational and supervisory purposes a- tumpr registry 
56 att t ached to a hospital department. A tumor registry always . 
hafe:a ,dlrg$£4orx or a chief who is a member 6f the professional staff 
of the hospital. The- director^may be a medical oncologist, ' a 
Hi tholoai-sl , a' surgeon, a rad io logi'st , or other medical specialist. 
•T^di rector 'will' usually be a member of the Committee on Cancer ■ 
V./ whieh is discussed later). In addition to the director, consultants'' 
from ot^ier departments of. the hospital who are concerned with the 
diagnosis and treatment' of cancer may be assigned to help the tumor 
registrar abstract or.code difficult cases. 

. * 9 *~ 

' J After a patient 'i s ' d isc harged from a hospital, th^ medical 

% cKart is sent to the medical records ' de pa rtme nt where it ;s pro - 
- ceased and filed for future reference. In a typical tumor registry, 
. as new records ^.processed in the medical records department, they 
are screened by the tumor registrar or a member of the records de - 
partment. staff . This person identifies the records that deal with 
cancer patients and sets them aside for processing by the tumor reg- 
istry. The tumor registrar abstracts the records, and they are then 
filed again in the medical records department. These records may 
be flagged to indicate that the patient is in the cancer registry 
files in order that readmissions of this patient will be referred to 
the tumor registry. 
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Sometimes a tumor registrar may have di ff i*cul*ty c 

abstracting a ctvart* When thia occurs, the record *is set 

aside for review by a consultant who can be from;* 



n 



a. The pathology department. 



f! b. The surgery department, 
fl c. Either. , • 

T d. Neither. 
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c--Either depVr't«ent . Large hospitals may have 

consultants from both pathology and surgery, as 
well as froji other'departments, such as radiology, 
medical oncology, and flyc.le.ar. aecjlc.j pe . 




quc tear medic ine--The use ofritfioftctive isotopes in 
the diagnosis and treatment o^C ^cancer 



OZS 

A registry is headed by a member of the hospital staff, 
This director will often be from the department of; 



A. 



b. 

•4~ 



or 
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Pathology, surgery, or radiology* These departments 
are most often involved with the diagnosis and treat- 
ment of cancer, In a large hospital the registry might 
be attached to the o.rjc.oJL ogy. or nuclear medicine depart- 
ments • 



, 2D£olo^Y--the sum of knowledge concerning tumors; the study 
of t umo rs 




? 



/ 
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A cancer registry receives which of the following 
cases from the medical records department: 

a # The hew cancer cases which must be abstracted 
and become part of the registry files. 

/ 

b # The cancer cases already in the registry files 
which have returned for follow-up care, 



c* Both, 

d # N^ei the r. 



* / 
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:--Both. All cancer admissions, new admissions 
and readmissions*. should be referred to the 
tumor registry. 
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THE RELATItfNSHIP BETWEEN A TUif6R REGISTRY AND 0THE R HOSPITAL \ 
DEPARTMENTS \ 



There may be frequent interaction between a tumor registrar 
and persons from other hospital 'departments. Specifically, the 
registrar may have frequent dealing with persons from the departments 
of surgery, fiattjolagy.. radiology, and QU^lgar BS^isifle. Much of 
the information that eventually appears on a tumor registry abstract 
originates in one of these four departments. In addition the tumor 
registry must maintain aldose working re la/t i on shj. p with the Qedic^l 
r.££0£d dgearimefii. This is the department responsible for assembling 
the patient record, checking it for completeness^ and routing it 
to the tumor registry, 



Su_r_ge_ry__Depar tment 

I The department of surgery is one of the hospital departments 
»ost Ninvolv ed with the diagnosis and treatment of cancer. This 
is because numerous diagnostic techniques are surgical in nature. 
Furthermore, many cancers are treated by surgery or by some 
combination of treatments which- include surgery. 



When surgery is performed, a detailed description o_f__the 
surgical procepVure and outcome is prepared and i nse rted^Tn to the 
medical record. - -A report aX_s.ur.ger. v. or op e ra tive .£e.Dor.t is 
important- for the ^registrar as an indication of what procedure / 
was done as well as a saurce of i to po r t anT~o!l agnostic infor- 
mation. It should state the exact location of the cancer in 
the body, the size of the area affected by the cancer, and the 
extent to which the cancer has spread throughout the body. 
Samples of the report of surgery (or description, of operation) 
follow on the next two pages. 
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Report of Surgery 
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{The Operative Record may also be known as the Report of Surgery or the Surgical Report.) 
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2. Operator- ~ 

3. Time Operation Started-- 

4. Preoperative Diagnosis 



— Assistants- 



-Ended-.. 



5. Operative Diagnosis 

6. Operation Performed 



7. Operative Procedure and Findings at Exploration: 




8 Sponge Count- 
Dictated by 
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(operator) 
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Surgeon * 
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Ftnt Assistant 
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Dictotadbr 
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All <i,ssu,e r*em*> ved *1t)y . b i'op.s/ or surgical* excision' is 
to the *pat fia^cy*Apar/Bent *ti£ne i t • Is examined 4 n de tVl , 
Jion, samples *dY f,Luids < YVe . , • £put um , pleural, ascitic) are 
the* pathal^^y department for detection of possible ma'iig^ant cells. 
^A^p^thplo^y rep6r% is prepared to desdribe^ t he * f ind ings of these 
e^aVinajf&orfcs.^ This is^an* Extremely va luab I e Jce £o ret 4 t o . the tumor* 
' registrar. 'Itfusually contains the mos.t detailed, .accurate^ des- *»• 
* criptiqn o.f ^h=e primary sit^ of the cancer and the type o*f cancer * 
( .type* in r terms of celts and/or Ussue" involved ), 4 The pathology 
department als'o performs ay'topjsies, and ^ha find-in^s ar"e reported 
in detail*! n the patient's chart. * o* 
• • * * . * V 5 * 
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The pathoiogy*4e*partnfent e fcontain^ sucji laboratories as 
a blslo toail 4 lafe (for tne fiicroscopic. examination of tissue), 
a c^toboai? lab (foh fhe microscopic examination olf cells/, 
and hematology lab ( f or' perfo/aing various blood tests). 
(The* hematology lab may fcfe & part of the clinical* laboratory.) 
Each o # f these laboratories ^s'es a special fdrm to' describe 



these fdrms 
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a re 



color coJded . As 



r 



te,st fincUn£sf : dften 

tumor registrar ^ou Will be" able* to recognize tttese for^s and 
to.wognizfe^fieli they contain significant information that 
r should be^'recorded on a tumor V«istry abstract/. Samples o^f*^ 
,thes,e reports*' follow. * r , -j, * 

^ • \ • ^ ? * • 

^ Pathology reports may 'be used as a source for lf>ca*ting 
the dancer* cases,? fj^e c TLames of patients 6 which are o.bt a i ned %r om % 
tne pathology de>pa-r f meant C£*n be compared with the list of, pat^n^s 
Sho^iav^jbeen J de/nf i f i ed by 'the medical records department. Th,i^ 
•procedure helps 'assure ,thkt all cancer patients areientered i n t;o 
the re^ijs't r*y ,T Au\ops^ reports are also found in the.^t hoCcvgjf ' ^* 
depa/fepent. * T b*y t**p be *used« for, verf f icatio>i o£. c tAe pPUary sit^ 
and extent* of cflsease'as well as for de te rmi fia ti or* of other poss- 
ible j$r iraa.ry sites.*'* 6 * * ' * • 
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iQk^tiiX — Th^e, science ^orf blood, *iVs^ature, functions, and 
diseases 0 , * ' v * *, - ' S 

1} i£!oios£--*The ' ro i c roscopic Examination o^ tissue ob^i^n^by 

biopsy (excision 9^\ a tissu^*^aqjple )*, surgery/^r . v* 
• V ' autopsy A i ' ^ * * • »; ? 

« • * i v • ♦ * % ft 

IBicxiQaeocic --at or pertaining 'to a inicroi^e^which i*s a n ' 
- optical fns^truraent that uses a* c<$ml5l*nalTi orf l>f , * - 

flenses to produce magnified images of^ objects* 
* too small to be seen by the unaided eye v * 
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A radioloay department uses x-raV* equipment for diag< 
nostlc purposes and therapeutic purposes, "Beai" radiation 
is administered from an ex t er na I x s ourc e whikh may b^, either 
x-ray or cobalt. N 1 



The 

x- rays and 

and icefilifeni of disease* 
that can be diagnosed and 
radiation* Therefore* as 
to recognize reports from 
discern when they contain^ 
to the diagnosis and treat 



radiology department is coneerned with the use of 
other forms "of radiation for bo t h diagnafiXS 

There are various types of cancer 
treated by some form of x-ray or 
a tumor reglje-tfra r » you must learn 
the r adJ^o^Togy department and to 
sijwrTricant information relative 
nt of cancer which must be sum- 
reports follow 



marized on the abstract. Samples 6TT radiology 
Teral pages. 



These reports are often overlooked, especially when 
the radiology service is maintained as a separate enterprise 
outside the hospital. Care must especially be taken in 
searching the radiology records if such is the case. 
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Some of the larper hospitals have what is known as the 
department of nuclear medicine. In others Its functions are 
included in the radiology department. This dopaptraent^ is 
concerned with the use of radioactive material for diagnosis 
s and treatment. Tests performed by this department will appear 
on a special form and may contain information of importance 
to the tumor registrar. These tests are called scans. Radio- 
active isotope therapy includes }he application or internal use 
of such materials as radium, radioactive iodine (1131), radio- 
active phosphorus ( P32 ) t and radioactive gold (Aul98).* 

In contrast to t he* rad io I o*ry department, a nuclear medicine 
department is concerned with the use of radioactive materials 
(radioactive isotopes). Samples of reports follow. 
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Medial Ras&zd U&MClB&Ql 

Every hospital has a medical record department which 
responsible for assembling various jaextjcAl reports for each 
patient, checking them for completeness, combining them in a 
single patient file, and indexing then-fox future reference. 

Patient records of interest to the tumor registry are routed 
to the regi straff root the medical record department. In some hos, 
pitals the tumor registry may actually be located in the medical 
record department. In a small hospital'a member of the medical 
record staff may maintain the tu»or registry on a part-time 
bas i s ♦ 



Lge_Qn Cancer 

At those hospitals actively involved in the treatment 
of cancer patients, especially institutions peeking approval of t he i 
cancer program by the American College of Surgeons, there 
will be a committee called the hospital Committee on Cancer. 

The purpose of this committee is to oversee the cancer 
program at that hospital. More specifically, this committee is 
established to: I / 



1, 
2. 
3. 

4. 



Furnish leadership in cancer care. 

Oversee operation of t**e cancer registry 

See that an annual report of cancer cas^ load and 
patient follow-up is prepared* 

Establish a schedule for frequent tumor conXe^eTtc-e^ 
(conferences at which the diagnosis arrcT^e^Sent o~f 
specific cancer patients is-xlisj 



This committee is composed of ptu^ie-hrtls who are actively 
interested in the diagnosis and treatment of cancer-surgeons, 
pathologists, radiologists, medical oncologists, and others. 
The director of and consultants to. the tumor registry usually 
are members of this committee. Problems . related to the tumor 
registry can be taken before this ' commi ttee for flolutfbn. 
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Many hospitals schedule ix*4V$XGn\ meetings c^l, 
SfiaierSDSJSa that are held for the purpose of His 
to diagnose and treat various types of cancer JWa 
especially difficult cases. These conferences " 




ways 
emely 

valuable in that they provide a k i njcKof continu^g education 
for the- hospital staff and a form of training for interns, 
residents, and medical students. Alternative treatments 
for particular cases may. be formulated. Previous patients 
be presented for re-evaluation. 



may 



^ Usually, the tumor registrar attends tumor conferences. 
This is a useful activity since it enables the registrar to learn 
about new diagnostic and treatment techniques. Alao, it may be the 
first opportunity for the registrar to learn about patients who 
will eventually be incorporated into the registry. The tumor 
registrar -frequently act-s as secretary of the tumor conferences 
and may actively participate by having data available regarding 
number of cases, treatment, and "end results" on the types of 
cases being presented. In some hospitals the tumor registrar 
takes an active part in the selection of cases to be presented 
to the tumor conference. 



A tumor registry exists for the purpose of providing various 
types of services. By attending tumor conferences, the registrar 
will obtain a better understand of the kinds of information needed 
by the physician who must diagnose and treat cancer. ! t n addition, 
a rabport develops between the tumor registrar and the Members of 
the medical staff: The tumor registrar conies to know the staff mem- 
bers w^ho can help with difficult abstracting, coding jir^bleras, and 
patient follow-up. The medical staff, in turn, becomels ' aware of 
informant ion-^av a i labl e in the registry and is more likely to use it 
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030 

A t uraor registrar should be familiar irith reports from 
various departments within a hospital that are involved in the 
di agnos is and treatment of cancer, 6 f particular i mpor tance are the 
diagnostic laboratories in the pathology department. Name three 
labs which probably would be In the pathology department. 

a , 

b, 

c . 



i 



Answer: 030 
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1 1 may cpiltain & his to logy lab , cytology lab', and 
hemat <yto«y lab. 



03 1 



K histology lab nakVe microscopic examinations of tissues; 
a cytolo**y lab makes microscopic exatainM'ion^ of cells. A report 
of a blood test would cotoe yIro£tt_Jtke-5-— 



( ✓ ) 

fl a. Histology lab 

fl b. Cytolosy lab. 

H c # Either one, 

fl d # Neither one. 
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Answer: 03 1 

d--Nelth&F-one. Blood tests are mad^by 
hematology lab which is often a part of the ^cffijnjlcal 
Iafeer&-$SI!i which is supervised by t^he pathology 
department* 



filiJDicfil laboraj^gri- -That lab doing routine tests used by the 
physicians responsible for direct patient care (It " 
includes blood counts, blood chemistry, urinanalysis, 
and bacteriological exaninationa of sjputum, etc. This 
lab is in contrast to a research lab used for special 
studies* ) 



IS 



032 

A report of an x-ray taken to aid in the .diagnosis 
of a patient would most likely be prepared by the; 




H *>• Radiology departments 



n 



Neither, 
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Answer; 032 
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b--Radiolo£y department. 

$ 



Q33 



,^ Ttt* pathology department would generate the following 



reports; (Check YES or K6.) 



a. 

Jt>. 


flperative 
Cytology 


•<4& 
\ 


YES 

□ 

n 
n 

0 

n 
n 
n 


c . 


Diagnostic X-ray 




d. 


Hemato logy 




e . 


H isto logy 






Isotope scan 






Autopsy 





R 7 

r 

r - 
n 



r 
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'Answer: 033 
YES 



b, d^ e. «--Cytolo«y, hematology, histology, and autopsy. 



N6 ^ 

a. c. f--The radiology anctl nuclear medicine departments 
would keep 4heir own records ( X- ray reports arid films). 
The operative report would be dictated by the surgeon 
and is always a part of the medical record. Logs are 
kept in many departments which aid in case finding as 
will be discussed later. ' 



034 * 

Tissue removed during surgery is sent to the 

(a) -t — : department where it is given a 

careful (b) _ examination. 
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Answer: 03.4 

* 

,a--Pathology departoent (actually, histology lab); 

b- -Microscopic or histological .examination. Th^s is 
the most definitive way of diagnosing a malignant 
' n . e .o.£l&33* Prior to the microscopic examination, 
the pathologist will make a careful gross (non- 
microscopic) examination which is also described 
on the pathology report. 



< f 



n££>fiii*SS- - A new growth 



035 

> 



A hospital Coram.! t tee on Cancer oversees the cancer 
program of a hospital. A £yao.£ S_o.af e£e. a c.g or iumfir fififlrd 
,prov|de^ a. means for group discussion of a difficult case 
of cancer* ' 

■ • - * , / * ' . * 

a. TVhsre would the registrar learn the most about new 
cancer treatment techniques? 

(✓) * • 

r ( 1 ) dancer committee meetings. 

H ( 2 ) ^uraor conferences. 9 

. \ 

Y>** Where would the tumor registry director discuss a 

problem associa t ed with the ope ra t i on / of the regi st ry? 



{✓ > 

P ( 1 ) Cancer committee meetings. * 
Pt (2) Tumor conferences. 
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Answer; 035 



a : (^)--Tuaior conferences. Here members of the staff 
especially Interested in cancer often discuss 
new treatment techniques • 

b.(l).-Cancer Committee meetings. This group can 

handle administrative problems associated with 
registry operation. 
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• • • ■ . . • . r y . 

RELATIONSHIP BETWEEN * - 

TUM0R REGISTRY AND 6UTSIDE-THP-H0SP ITAL ' MEDICAL ORGANIZATIONS 



t'je 



/ 
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THE RELATIONSHIP BETWEEN A TUM0R REGISTRY AND 6*/TSIDE 6 RGAN I ZAT I tfNS 



There are many ways in which a tomor registry may 
provide information to or receive information from ageacies 
outside the hospital. These relationships will be deter-' 
mined, at least in part, by the staff of the hospital. The 
^registry director will provide the tumor registrar wi th 
detailed guidance regarding the types of information th,at can 
be sent to agencies and persons outside the hospital. 

There are two basic types of data which may be requested: 
a)Individual patient information and b) Grouped data. ' 



-J 



A tumor registry may be part of a community, regional, 
or state registry system. Such systems are valuable in that 
they pool or combine information on the occurrence of cancer. 
They also permit the study of trends in therapy and survival 
and the comparisons between regions. By establishing a registry 
system, it is possible to devise worK- sha ri ng techniques. For 
example, the abstracting of reco^dsmay be done at the' local 
registry and the preparing of reports done at the community, 
regional, or state level. 
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Quisles A«sD£iaa 



, There are various government and private agencies that are 
interested in tumor registries. t^ i ^ 

*• The National Cancer Institute of the N*t,ional Institutes of 

of Health has established a program called the 'Surveiilance , 
. Epidemiology and End Results Reportiag" program, * The SEER 
program provides information on trends in the incidence of 
the various forms of cancer in the United States, variation 

in the occurrence of cancer aaong different popula ti on group q 

and in different geographic areas, and changes in diagnostic 
and treatment practices and the associated "end results" 
arson & typical cancer patients. Data are obtained from 
a selected numbe r of population- baaed cancer registries that 
provide uniform information on a continuing basis and partici- 
pate Tn ad ^o,c studies designed to identify an d assess etiologic 
and Prognostic factors, \ 

2 » Tne American College of Surgeons is corte^rned with ail aspects 

of cancer control, Through its Commission on Carter it actively 
promotes the establishment- of ho sp i t a I -based program^for improved 
quality of care £or patients wHh cancer. As of 1 956 /\cance r 
registry became a mandatory requirement for approval of XWtOkSpital 
cancer program. The Commission on Cancer surveys legist ries^hich 
are functioning components of institut ion-wi<fe cancer progrA*s. > 
Its Q^qcsc Registry. M£flu,£l presents In detail a 4>«sic guide for hosN 
pital personnel in the f apl e«entat i on and subsequent operation of a 
hosp it al -bkeed cancer regLstry. The address of the American College 
of Surgeons is 53 E. Erie St., Chicago, IL 60611. 



£d hsc--For the particular end or case at hand without consideration 
of wider application 




3. The, Auerican Cancer Society/ 'Incn is a: national voluntary 

organization doxLLcated to cancer* .research and both public and pro- 
fessional education and service/' It Is^composed of 57 divisions in 
all 50 states plus six metropolitan areas anc^the District of Columbia. 
There are over 3*000 units o/kanized to cover the counties in the 
Un iJfce ^E S?a^"S. Below each/Unit are thousands of branches that have be- 
come ^) e r fflaTre-^^o rganizat i^JT^.f or reaching people at the grass-roots 
level with ACSf pr*b>c^m activiti*?^ Through its stjate and local organi- 
zation, the $JtS has gi"v^n active support to tumor , registries. Consult 

your telephone directory for the address of the nearest ACS local office* 

Jr * 

4 # The National Tumor Registrars Association is an organization 

dedicated to t he educa t ion and professionalization of tumor registrars. 
Thus, the need to up-grade and standardize the quality of cancer 
statistical data may be realized. To ensure the qualifications of 
registry personnel" the NTKA plans to certify those registrars who 
qualify by experience, education, and appropriate written tests with 
the grille "Certified Tumor Registrar". Membership and certification 
by Vfte NTRA is voluntary. 
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GLOSSARY 6F TERMS 

abs tra^c t — A summary, an abridgment (the word "abstract" May be 
either a noun or a verb) 

\ ■ - • . 

ad i)OC--For the particular end or jcase at hand without consideration 
of wider application 

ay t<2j3SY--The postmortem examination of a body . — - — 

b£Dii?n - -No t malignant; not recurrent; favorable for recovery* 

feiSSlatia^i cat - - Bio s ta t is t ical data include any type of 
nume rical inJfo rma tion about', living organisms 

c_a£)C e£ — A malignant tumor 

£i)£ffl3ii)g.r&2 euli £ — 3f or pertaining to the treatment of 
disease with chemicals \ 

£iiQi£ak i a.bo.£a.to. - -Tha t lab doing routine tests used by the 
physicians responsible for direct patient care* It 
includes blood counts, blood chemistry, urinanalysis, 
and bacteriological examinations of sputum, etc. This 
lab is in contrast to a research lab used for special 
studies 

c ode- Nume rical values for data 

Q>Xi oiSKX- -The microscopic examination of cells obtained by aspirations, 
washings, scrapings, and smears (such as Pap smear) 

dejBog£api}y — The study of mankind collectively; especially of 
geograpJi~Lc d i-s-t~rl~t>ufTon and physical environment 

diafllJSSiS- -The determination of the nature of a disease 

> 

£&tf XfifiJJlJTS - -*Bnd results* refers to the evaluation of cancer 
therapy in terms of patient survival after treatment 

SBi^£53i2l2liy- -The study of the occurrence and distribution of 
d iseas e 

§2iont o£ £A.s.ea.se --Detai lecf description of how far the disease has 
spread from the primary site of a cancer 

b£B& 1 o ifitfx- -The science of blood, its nature, functions, and 
diseases 

tii3-$oi5gy- - The microscopic examination of tissue obtained by 
biopsy (excision of a tissue sample), surgery, or 

autopsy - A > 

iuEfiiiSQi - - A patient who occupies a bed in the hospital 
BftAi£D3ul--Haliciou8, virulent 
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3?filiJiO50i tymo.r^-An uncontrolled, Invasive growth capable of 
we tas t as i-£ i ng (spreading to a distant part of 
the body)! opposite, of benign 

raedjL c a l recold dega^ tgen t- -The department of the hospital responsible 
for assembling the various medical reports 
for ea/ch patient, combining them in a single 
patient file, and indexing them for future 
reference 

Bi C .££3£2eic - * or pertaining to a microscope, which is an 
optical instrument that uses a combination of 
lenses to produce magnified images of objects 
too small to be seen by the unaided eye 

Q£iy£.5l bi3.lP.£y. °* disease--the course of a disease if not 
interrupted by treatment 

ne.c_x.0p3y- - A postmortem examination; autopsy 

B£ - A new growth 

USme.nc.lfiJy re- - A system of names 

ny^leSX ffladicine- - The use of radioactive/isotopes in 
the diagnosis akd treatment of c/mcer 

7 - . 

SCCoiogy-- t he sum of. knowledge coticerning tumors; the study 
of tumors 

fiylB^iiSDi-*- - A. hospital patient who does" not occupy a 

/ 

K&ltlSlSfiY- -Th e scientific study of the nature of disease, i *« causes, 
processes, development, and consequences, more specif ically r 
the mi c r os c op 1 c examination of tissue 

p h y 3 1 Q I Q4CY — T fo£ scienc e that treats of the .f unctions of 
living organisms jttrS mm rr4^Ux& 1 r parts 





BXlMXY Sii©- -The organ or tissue of tfT< 
originates 

radiology.- -The science dea^fng with x-rays, or emissions, tro; 
radioactive substances , s* 




3l*S£ 2l disease --Groupi ng cases with similar P rognos^g^jjit br.ClAjjL^ 
extent of disease categories, e # g«, local izedv ' regiotwiV 
and distant spread 

iiifflar - -Class i ca lly ~means a swelling or mass; in current 
usage means a new growth of" tissue or cells 

ii*S>.PJC ££D.£e.r£B£fi" a meeting of physicians trained in various discipline 
who review the diagnosis of and prop6se therapy 'for a 
patient with some type of tumor 
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